The proposed "Preserving Employee Wellness Programs Act" states that the collection of information about the manifested disease or disorder of a family member shall not be considered an unlawful acquisition of genetic information. The bill recognizes employee privacy protections that are already in place and includes specific language relating to nondiscrimination based on illness. Why did legislation expressly intending to "preserve wellness programs" generate such antipathy about wellness among journalists? This article argues that those who are committed to preserving employee wellness must be equally committed to preserving employee privacy. Related to this, we should better parse between discussions and rules about commonplace health screenings versus much less common genetic testing.
A habit I notice and admire is when people "seek first to understand in order to be understood." It's a Steven Covey notion that relates to our tendency to "respond autobiographically." 1 That is, many of us listen with an intent to reply rather than to understand. As we're readying our response according to our history and beliefs, we are filtering what we hear through our reference points instead of trying to comprehend the speaker's perspective. Failing to seek the speaker's intent is not only a poor way to listen, it's a sure way to lose opportunities for meaningful connections. For a scientist, a similar issue is "confirmation bias." Researchers also need to resist the tendency to interpret new data in ways that align with our favorite theories.
We should be mindful of this fifth of Covey's seven habits of highly effective people as we ponder the kerfuffle surrounding U.S. Representative Foxx's H.R. 1313: the "Preserving Employee Wellness Programs Act." 2 The Act states that the "collection of information about the manifested disease or disorder of a family member shall not be considered an unlawful acquisition of genetic information with respect to another family member as part of a workplace wellness program." The Bill also indicates that "section 501(c)(2) of the Americans with Disabilities Act of 1990 (42 U.S.C. 12201(c)(2)) shall apply to workplace wellness programs or programs of health promotion or disease prevention offered by an employer in conjunction with an employer-sponsored health plan." That is, the bill recognizes employee protections that are already in place and includes specific language relating to nondiscrimination based on illness.
Nevertheless, Congresswoman Virginia Foxx, who chairs the House Committee on Education and the Workforce, felt compelled to publish a "Setting the Record Straight" fact sheet because "critics of the bill are spreading false information" that the bill would "deny workers" access to employee wellness programs. 3 This followed articles with headlines such as "House Republicans would let employers demand workers' genetic test results" 4 and "How Healthy Are You? G.O.P. Bill Would Help Employers Find Out." 5 It is ironic, to say the least, that legislation expressly intending to "preserve wellness programs" would precipitate such anti-wellness sentiments. I'll be listening carefully whether the critics are interpreting the law correctly. For this, I'll need to ignore my filter from years of working with employers who, without exception, have not seemed at all interested in invading their employees' privacy.
It should go without saying, but given this kerfuffle I'm compelled to say it anyway: those who are committed to preserving employee wellness must be equally committed to preserving employee privacy.
Lumping Versus Splitting "Genetic Testing" and "Health Screening"
When I read journalistic renditions of wellness programs or related impending legislation, I've come to appreciate the maxim that "if it bleeds, it leads." If journalists' investigations have correctly captured that the intent of the legislation is to allow employers to penalize workers for their illnesses, I'll be more than surprised. What they're likely most intent on capturing is enough controversy that their article will get read. I know of one employee who read such articles and wrote the employer an e-mail describing the legislation as "fully abhorrent." A lawyer I know blogged that the bill would "eviscerate" ADA and the Genetic Information Nondisclosure Act (GINA) laws. In contrast, another lawyer blogged that "employees would still enjoy the ADA's and the GINA anti-discrimination protections. HR 1313 could well give employers additional access to genetic and other health-related information about their employees but it is not a license to then use that information to discriminate."
One of my research mentors would say the world is divided into lumpers and splitters. She was referring to the tendency for many people to group concepts for intellectual convenience. This compared to her more disciplined ability to parse carefully among related but distinctly different ideas. Referring to someone as a lumper was a less than subtle way of tagging someone for analytical apathy. If this bill moves forward, I'll be closely watching whether it can achieve its aim to "clarify rules relating to nondiscriminatory workplace wellness programs." As I've read the various reactions to the bill, one thing needing clarification is whether "genetic testing" like "23andMe" (a saliva sample tested for genetic variants) should be considered in these rules alongside garden-variety health screenings such as blood pressure or lipid testing. The journalists have been lumping such examinations. One article opens with, "Get ready to open up and say 'ahhhhhhhhhh.'" The story features a photo of a DNA sequencing film strip. 7 I think we should be splitting discussions and related rules on genetic testing from those related to more traditional health screenings. To be sure, both types of tests are influenced by one's genetics. For the sake of this argument for splitting, however, when I refer to "genetic testing" in this article, I'm referring to using saliva to collect DNA and when I refer to "health screening" I'm referring to blood pressure or lipid or weight measurement.
Levels of Evidence and the Collection of DNA
I'd venture that the average employee would have a different reaction to having their DNA collected at the workplace than they do to having their blood pressure or cholesterol checked. Fully a third of employees have 1 of the 7 "stigmatized conditions" (such as HIV or substance use) that would prompt privacy concerns. 8 Presently, genetic testing is quite rare in the workplace, especially compared with the commonplace screenings for weight, blood pressure, and lipids. Later in this issue of the Journal, Neyens and Childers report on their research into the use of online personal health information systems and note that most work site health promotion participants are comfortable with such systems. Still, many also need assurances about the security and privacy features that protect confidential information. 9 I doubt genetic testing will be widely advocated by, much less paid for by, employers in the foreseeable future. If and when that time comes, research by Neyens and others into the relationship between participation in work site health promotion and confidence in data privacy will be all the more important. 8 Common sense and decades of experience demonstrate that the former is keenly dependent on the latter. But Neyen's research also shows interesting variation in privacy assurance needs by age, by previous use of technology, and even by health subject area. Where the need to educate consumers about the differences between genetic testing and health screening is an argument for splitting, the scientific community needs no such instruction on the differences. They already naturally favor splitting and have been doing so with a level of discipline that journalists on deadline seldom seem to afford.
If you are of the guileless notion that your genes are ultimately a private matter between you and your doctor, tell that to the family of Henrietta Lacks.
The National Academy of Science and the American Heart Association have each convened experts who have parsed carefully between the level of evidence for or against the use of genetic tests in clinical practice, prevention, and policy decisions. 10, 11 These articles convey a mixed sense of hopefulness and caution about the use of genetic testing based on individual cases that stand in stark contrast to the reviews of evidence which so clearly conclude that health screening is ready for prime time at the population level. 12 Some have called for "genetic exceptionalism." It's an argument that genetic information is inherently unique and should benefit from unique protections. If you are of the guileless notion that your genes are ultimately a private matter between you and your doctor, tell that to the family of Henrietta Lacks. By the way, the HBO film, The Immortal Life of Henrietta Lacks is far from a suitable substitute for reading the book. 13 Please read Skloot's book if you care about data privacy issue-not to mention race, equity, and power issues in America. 14 
What do you Love most about Wellness?
Covey's fourth habit is to "think win-win," a habit of highly effective people that seeks out mutual benefit and favors cooperation over competition. It is a habit that seems increasingly lost on our political leaders. A few years ago I won "The Great American Think Off," a debate contest where I argued for the proposition that it is more ethical to compromise than to stick to our principles. 15 I've also argued elsewhere, along with my longtime colleague David Anderson, that finding common ground is a better approach to debates for or against the use of financial incentives in health promotion. 16 I'll remain optimistic that compromises can be found in the ongoing debates about Foxx's Preserving Employee Wellness Programs Act. But given the stakes are about nothing less than "preserving wellness," staking only common ground seems futile. Current day compromise may require an altogether different ethos as was conveyed brilliantly by Bryan Dowd in a recent Health Affairs essay, "Loathing and Loving as a Pathway to Meaningful Health Care Reform." 17 In the context of Affordable Care Act (ACA) replacement plans, Dowd asks policy makers to consider "what do I want so much that I would be willing to accept something I really loathe in exchange?"
Last year I was a part of a group of national professional organizations, health benefit experts, and employer sponsors and suppliers of wellness programs who all convened to put a stake in the ground relating to the conflicts occurring between the Equal Employment Opportunity Commission and the regulations relating to the ACA wellness provisions. We organized a consensus building process and published a guidance paper that we think had a positive influence on the national discourse relating to privacy protections, the use of incentives, and effective delivery of wellness programs. 18 All lovers of wellness, we advocated for GINA protections that require that genetic information made available to employers be de-identified and aggregated, that employees provide voluntary consent in writing, and that only authorized health-care providers have access to individually identifiable data. I love these protections because I love wellness so much I want to see such privacy laws continued. What might I be willing to consider in exchange for these protections, even if it's something I loathe? I loathe all forms of discrimination, so a trade-off might include insurance cost shifting combined with an effort-based incentives design. But why tip my hand too much? Make me an offer. 
